Women with disabilities present a compelling set of issues for health services researchers and policy-makers. Women live longer and report more disability than men, both in terms of the proportions affected at any point in the life cycle and the number of activities reported to be limited at anyone time. The proportion of women with disabilities has risen markedly in the last quarter century. In the USA, for example, 11.7% of women reported being limited in their activities in 1970, gradually increasing to 15.6% in 1994. 1 Because disability research has traditionally been driven by cost considerations where men were considered the major wage earners and benefit recipients, the impact of disability on women has been grossly understudied.i Much of this work slights women with disabilities, particularly those who have not had full-time jobs with benefits. In 1992, for example, the participation rate of women with disabilities in the US labor force was only about 60% that of able-bodied women and significantly less than that of men with disabilities. Women with disabilities have experienced a marked growth in part-time employment to meet temporary demands for labor, but many of these women work without full health benefits.V' As a consequence, disability is an overlooked but critical women's health issue with serious policy implications.
By any standard, these women are vulnerable to persistent health and social problems. Women with disabilities report chronic health conditions at a much higher rate than able-bodied women. In the USA, more than 55% of women with physical disabilities do not have adequate health insurance. These women often report being physically and psychologically abused, even in health care institutions.f Women with disabilities have more comorbidities than men and often experience more than one disabling condition at a time." Poor women and those from minority and ethnic groups have additional burdens. They are more likely to be disabled and have fewer resources to deal with their problems than white women or women of higher education and income levels." Women with disabilities are more likely to be socially isolated and be single mothers than other women. They are also more likely than men with disabilities to be treated as victims. Women who are carriers of genetic diseases are often challenged about becoming pregnant and pressured to take responsibility for their own or their children's disabilities whether or not they knew the facts or had been genetically counselled before they conceived.f In general, women with disabilities experience serious health and social problems for which they do not have adequate skills or resources to cope. As a consequence, these women experience dependency, poverty and poor quality of life." In sum, women with disabilities are often discriminated against and excluded. By reverberation, the problem exerts tremendous finan-cial, social and moral strains on individuals, families and society.
The need for health services research and policy analysis focusing on women with disabilities lies in five areas:
• The political economy • Behavioral science research on women's roles and disability experiences across the life span, selfdetermination and coping strategies • The interaction between people with disabilities and their environments • Outcomes research for health and social interventions • Evidence-based medicine.
The fundamental epidemiological and labor force data on disabled women are becoming increasingly known. What is lacking from the macro-perspective are careful analyses of the place of women in the political economy which examine the contribution of women's unpaid and part-time work to the economy and the importance of health and disability benefits for women with disabilities.
In research, as well as in politics, many efforts are directed at single issues which miss the complexity of the personal experiences of women with disabilities.l" Numerous middle-aged women, for example, experience the onset of disability at the same time they are moving through the menopause. As a consequence, such women have to manage disability and the menopause simultaneously. These women often have jobs, husbands, children and aging parents. The potential role conflicts are enormous. Does a woman see herself primarily as menopausal or as disabled and perhaps struggling with a chronic illness? Since there are few gynaecologists who have deep expertise on a broad range of disabilities, does a woman give precedence to her disabling condition or to the health problems associated with the menopause? Then, if her other roles are included, how does she take control of, prioritize responsibilities in and manage her life when she is simultaneously a wife, mother, care giver to older parents, and worker with a disability? We have much to learn about these dynamics.
Likewise, outcomes research has typically been focused on single issues. In the case of menopausal women with disabilities, researchers have studied hormone replacement therapy.'! the effect of exercise on osteoporosisf and disability-specific therapeutic regimens, but few have looked at the interaction of these conditions and associated therapies. To acquire useful knowledge about these complex dynamics, longitudinal studies are needed which follow cohorts of women through sequential stages of the life cycle measuring epidemiological, biological, psychosocial and health services data together in studies of the effects of social and thera-peutic interventions. Until recently, large numbers of women with congenital or childhood onset disabilities did not live through the menopause to old age, so the problems they are encountering are new and the effects of many interventions are unknown.
Studies of women with disabilities are required to ascertain how women with disabilities naturally age, what are the critical needs of these women and what support, environmental changes and interventions would allow these women to live fulfilling lives with a minimum of unnecessary burden. There is a surprising lack of evidence on the effect of medical interventions and lifestyle on the morbidity, mortality, functional limitations and quality of life of women with specific disabilities. For example, the proportion of women with degenerative orthopedic conditions and spinal cord injuries who are obese is much larger than that in the general population. Yet, little is known about the interactive effects of obesity, functional limitations, drug regimens and health-related quality of life for women with disabilities. Likewise, a large percentage of women with disabilities have had hysterectomies (22% vs 12% for non-disabled women in the USA) and have inconsistent gynecological care, but little is known about their fertility, child-bearing experiences and gynecological problems. Evidence-based medicine could make a contribution to women's health by relating health care knowledge, access and utilization of appropriate services to health status and quality of life. Such information would permit doctors to be better educators and more effective in treating women with disabilities. These data would also allow policy-makers to construct programs based on experience and input from women undergoing these experiences.
In the policy arena, sound data and more knowledge about women with disabilities would facilitate early intervention and the community-based management of disability. Many women with disabilities are hidden in the community only to be identified years after salutary interventions could have been introduced to manage the progression of the disabling condition. These patterns vary considerably by ethnic group and social class. Asian women with disabilities, for example, are often kept at home out of the public eye where they do not attract attention. As a result, these women may not receive early and consistent health care for their conditions and will not easily come to the attention of social service agencies. Women with mental illnesses, likewise, are frequently kept hidden in the home until the family can no longer cope with the severity of the symptorns.P Across all types of disability, poor women do not have access to or use health care in a consistent and coordinated fashion so that their life experience typically involves the management of acute episodes of a chronic condition. These patterns have serious costs to society and implications for social policy. More information is required on these issues to serve as a foundation of community-based identification and intervention.
To date, most research and social policy directed towards persons with disabilities has concentrated on Editorial individuals or their families, not on the larger health and social environment that can either enable or constrain the individual. The barriers in the environment range from lack of knowledge and prejudicial attitudes to architectural and employment obstacles.l" There is a pressing need to develop measures of the handicapping environment so that effective, targeted interventions can be made to reduce or eliminate destructive barriers. In instances where such work has been done, the emphasis is usually on men, not on women, with disabilities. The implicit assumption is that men's and women's worlds are similar in homogeneous and multicultural societies. This is patently not the case. Therefore, research and policy must be sensitive to gender and racial! ethnic differences to be effective.
Finally, the development of social policies for women with disabilities requires the conjunction of policy analysis concerning women's health issues with those focused on income and social support for the vulnerable members of society. One of the impending policy issues confronting most societies is the social dependency of an aging population where women are over-represented and often disabled. They are likely to live alone and in poverty. This raises the moral dilemma of protecting all members of society in a capitalist system where competition and responsibility for one's own condition are paramount. Social policy toward women with disabilities is a litmus test of the values of the larger society and intergenerational equity. Realistic planning for the future will depend on clear facts and shared values, for nations will be judged on how they treat their needy citizens.
